Ex. 6 Personal Privacy (PP)

January 27, 2020

To all concerned:

This letter goes out to you collectively as a follow-up to my earlier individual contact with some of you
{Loretta Haddy, Lora Werner, Paul Mehta, Shelley Moore Capito) regarding a concern Vd had over the
unusually high incidence of ALS in our small community as well as M3, and other neurological problems.
Far those of you who did not previously have contact with me, | feel it is necassary to make you aware as
well,

in March 2016, my husband and | were outside doing our yearly maintenance of trimming our Chinese Elm
Hedges. We noticed a lot of vehicles coming and going at the home of our reighborsi Ex. 6 Personal Privacy (PP)
We have been neighbors with them since we moved to this home in 1987, The following day we learned

done the ice bucket challenge in recent years in support of it, but none of us knew anyone who had the

disease. In fact, statistically, this disease is reported to strike about 2-5 in 100,000, One odd thing though
i5 the fact that we later Isarned that another nearby neightmr@;x

of 20151 Ex. 6 Personal Privacy (PP)

Ex. 6 Personal Privacy (PP)

Ex. 6 Personal Privacy (PP)

ED_004418_00004905-00001



{initially contacted Loretta Haddy, State Epidemiologist of WVYDHHR. She and | spoke on the phone one
Saturday. 1asked about having someone come to our area to see what was going on as this was a clear
case of an environmental exposure. We discussed power lines, algae bloom, and a number of other
potential sources. At the time we didn’t know and were brain-storming potential triggers. My suspicion at
the time was Roundup weed killer because my husband had used it and so had our ﬂelghﬁmr-' '
nothing was looked at or followed up on. Ms. Haddy suggested | try contacting either the CDC or EPA,
dor’t recall which one now. But | did contact them both, each one referring me on to the other,

In the Spring of 2018, I'd come into contact with Ginny Davis, EPA in WV who pointed me to Lora Wemner
who works for the CDC, Agency for Toxic Substances and Disease Registry in Philadelphia, PA, Region 3,
Eastern Branch. Ms Werner and | exchanged a few e-mails. Al that time, | was still focused onthe
Roundup and possibly pesticides, the only known exposures at that point. | was logking for someone to da
soil sampling to ensure no residual of the pesticide remained so | could feel safe working in the soil and to
also obtain help in our area to determing what environmental exposure was causing so much illness,
particidarly neurological issues in our arga,  Ms. Werner explained that “sampling was not recommended
because they simply do noet know what environmental agent to sample for and it was like looking for a
neadle in a haystack”. She went on 1o explain that the “risk factors for ALS are still largely unkmwn and

we shiould enroll with the ALS registry.  We had already enrolled with the registry fulicwmg
diagnosis. | later had the WV Dept of Agriculture sample around cur home and found out there Wwas no
residual remaining from an exterminator who sprayed outside for ants a few years prior. | sent soll
samgples from the bank that adjoins our property to a private lab | found onlfine and confirmed glyphosate
there. | knew it had been but wanted confirmation. | paid for sampling myself along with mold and radon
testing inour home. | have received no help from agencies who are responsible for protecting its citizens.
Although 'd previously been concerned about pesticides, as | learned of others affected who lived further
from us in the community, | started to think the cause was something different.

Iy the ‘%pring af 2018 we attended the National ALS Cﬁnvention in Washingtan D Sara Hoten, Managw of

contact with our neigimms th& S |

contact with Kathleen Sheshan, VP of Public thw with the CDC, She arranged fmr me {o qpmk wath Paul
Mehta of the CDC at the convention. After explaining to him about my concerns and desire to have
someons visit and research our area, he explained that they cannot come into an area unless invited by the
state. So by this time I'd come full circle with everyone pointing me in yet another direction. But nobody
was willing to help,

On the day we went up on Capitol Hill to talk to our state’s representatives regarding funding for ALS, |
always brought up the issue of environmental concerns. When the WV ALS group met with assistants in the
offices of Representative David MuoKinley and Senator Joe Manchin, | relayed my story. Senator Capito met
with us last, along with her assistant Dana Richter. | explained that Dr. Mehta of the CDC told me they had
to be invited by the state to investigate environmental concerns. Senator Capito had Ms. Richter take my
contact information and pledged 1o ook into the matter. They seemed very attentive and understanding of
iy concerns. | was sure something would finally be done. When | contacted their office a year later foran
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update, in May of 2018, | was told that Senator Capite had reached out to the CDC and they were looking
into possible next steps. P would like to know what those next steps wereg/are since nobody had been to our
community, Her office later provided me with another phone number of someone else to contact in our
state. | made no further contacts at that time. | felt that | had made enough folks aware of our issue
already and there were plenty of folks from agencies with resources 1o help us, agencies whose duty is (o
act on these matiers.
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Ex. 6 Personal Prlvacy (PP) | Nursing Homes are too understaffed to pmvsde the! Ex. 6 Personal Privacy (PP)

he requires. Becausel Ex. 6 Personal Privacy (PP) ithat would be a scary situation for
him, As long as Fam able, bwill keep him at home. Despite his condition and prognosis, seeing him simile

when friends and family coms to visit is priceless.
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This past Spring, 2019, we were informed that our drinking water was contaminated with
tetrachioroethylene, also known as PCD, a chemical used in former dry cleaning businesses in our town. 1{
was found in the wells. Many, many times our water system has been flushed and worked on to try clean
it up. Tetrachloroethyvlene has been known to cause Central Nervous System problems. For our entire
lives, we drank unfiltered Paden City water. There was never befare any concern. Unsettling though, a
newspaper article reports that it was present at least back to 2010 yet we were not informed and
continued drinking and bathing in it ali those years. According to the WV Code, Chapter 16, when a public
water supply is known to be contaminated, the public is to be made aware no later than 30 minutes, not 8
vears later, We were assured that the levels reported, while over the EPA guidelines, were still safe. Yet
there were times when the readings did exceed the £PA standards. Do you realize that we have only been
provided with bottled drinking water two or three times since the contamination was revealed? Residents
are buying their own water or consuming the public water. The newspaper reports too that Senator Capito
has helped secure funding for remediation of the water system in our town so she is aware of the issue
new. My family now drinks and cooks with bettled water but what was consumed prior to the
announcement is already in our bodies and | believe there will be continued health related concerns for us
and others for many years to come from these exposures. At first | didn’t think the weater was the problem
here but as | have thought and read, it now makes perfect sense. Tetrachloroethylene does not mix with
water, it is heavier than water, and therefore would have distributed throughout the lines in an unequal
manner and in the cases of some low-lying lines, it is likely still present.

There are many sources of information readily available that state the central nervous system is affectsd
from this chemical. In fact, In “Human Health Effects of Tetrachloroethylene: Key Findings and Scientific
issues”, hitps/fwww. nebinbm nihugov/pmc/articles/PMC39842 30/, vou will find the following: “The WS,

EPA’s analysis identified the central nervous system, Kidney, iver, immune and hematologic systems, and
development and reproduction, as target organs of PCE toxicity. {US. EPA2012¢)... Neurctoxicity was
supported by a considerable database of human, animal, and mechanistic studies. in addition, neurological
effects were gensrally obssrved at lower PCE concentrations compared with other noncancer health
sffects. Further, both the 2004 peer consultation workshop (U.S. EPA 2004} and the 2010 NRC peer review
{NRC 2010} affirmed the conclusion that neurotoxicity is a sensitive end point because these effects were
ohserved at Inwer concentrations and had substantial evidential suppeort.” Exposure also ococurs through
skin absorption and we have no choice but to shower and brush our teeth with this water,

eld ALS walks in
our town 1o try 1o raise awareness about the disease since the three initial cases were revealed. 1ater

For the past three summaers, our neighbog B 8 Personal Privacy (PP) {widow) and daughter

learned of a young man in Morgantown, in his 30s, who can no longer hold his babies because his ALS
started in his limbs. His wife's grandmother fives here in the north end of Paden City not far from us.
Exposure can ococur to noneresidents when they visit family and friends and consume water, tea, lemonade
and other drinks, and food prepared with the contaminated water. | also learned of another young man in
our town recently disgnosed with ALS and two others with Myasthenia Gravis. There have been many,
many cases of MS in our town, some very young, many in the north end of town where we reside. We are
a smalt rural town of less than 3000 people. My son-in-law’s mother passed away in the summer of 2018
from MS thet had only recently been disgnosed.  She didn't live far from us. MS, ALS, Myasthenia Gravis,
Parkinson's Disease, Fibromyalgle and many other conditions fall under neurological conditions.
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Mow | worry about

what exposures she had while Hiving here. In fact, t worry about all my family and friends who ate and
drank anything prepared with our water,

Tetrachloroethylene is reported to cause central nervous system problems among other issues as many
reports will tell you. ALS currently has no known causes, | want to see this chemical listed as at least ong
prabable cause of ALS and | want to see stricter testing and lower tolerances adopted and enforced.
nobody can say what causes ALS, then it stands to reason that we cannot say that this does net cause it and
we are now sure that our levels caused it. Interestingly, there is a metal factory in southern WV where 8
employees were diagnosed with ALS. One is still living. Because tetrachloroethylene is also used as a metal
degreaser, | have to wonder if that is the smoking gun there. Sara Hoten has more information about that
factory as she has been in contact with one of the victims, | want to see a community health study
conducted here to follow the people in this town, similar to that supposedly conducted as a result of the
20114 chemical spill in Charleston. And 'm not alone, And fwant to know why the residents in this town
waere not told about this in 2010, The WV Code says we are to be notified not more than 30 minutes later
when there is contamination.  That does not apply solely to spills.

Ex. 6 Personal Privacy (PP) i

i Ex. 6 Personai Privacy (PP) iQur mayor Clyde Hochstrasser was supportive and encouraged us
to make some noise.

I sent in samples of my water twice Jast year to Pace Analytical and twice when time passed and | called
about the results, | was told the samples had expired before they were ran. | recently learned that's the
same lab that tested for the town. It's my understanding some of those results in some of the crucial
periods of time that we're interested in are not available now. 1 need to look further into that and so do
you. This is unacceptable and we deserve some answers. | will be following up with each of you, T will no
fonger sit back and wait. Our city council meetings are the first Monday of the month at 7:00 am and |
invite vou all to attend as they are open to the public.

Respectfully,
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Ce:

Ginny L. Davis, M.S.Ed,

SEE Program, Public Information Center Specialist
Office of Communications and Government Relations
LS, EPA Region H

1650 Arch Strest

Philadelphia, PA 19103-2039

Davis ginny@epa. gov

215-814-2149

Lora Siegmann Werner, MPH
Regional Director, Region 3
Division of Community Health Investigations

Agency for Toxic Substances & Disease Registry, Centers for Disease Control and Prevention

t/o FPA Region 3

1650 Arch Street

Mailstap 3H500

Philadelphia, PA 19103
215-814-3143

PhwS@cde zov; Wernerlora@epa.gov

Loretta Maddy

State Epidemiologist

Bureau for Public Health

358 Capitol Bireel, Room 128
Charleston WY 25341
304-356-4077

Loretta.e haddy@wy.gov

Dr. Paul Mehta

Centers for Disease Control and Prevention
1600 Clifton Road

Atlanta, GA 30329-4027 USA
800-CDC-INFO {BU0-232-4636)
Pumd@cdo.gov

Sara Hoten

Manager of Care Services
ALS Association in WY
PO Box 2788

Boockley, WY 2BB0Z
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Govamnor i Justice
1908 Kanawha Blvd E 81
Charleston, WY 25305
SN4.-8BR.2000

Senator Shelley Boore Caplto
172 Russcll Benate Office Building
Washington, DO 20810

Senator Shelley Moore Capito
500Virginia Street East

Susity 950

Charleston, YWV 28304

Repressniative David MoKinley
2238 Ravhurn HOB
Washington, BC 20818
22254172

Senator Joe Manchin

BO2 Pennsylvania Avenus
Buite B39

Charleston, WY 28302
AN4-342-5888
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